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Support Group Leaders’ Seminar 
 

The second 2008 seminar for Support Group Leaders was held on Thursday 4 December at Parkinson’s 
SA and combined a seminar program with some Christmas festivities. 
The program was varied and included a comprehensive and relevant overview of Depression and Sexu-
ality in Parkinson’s by Margaret Barclay-Blades, an experienced counsellor with extensive experience in 
working with people with Parkinson’s and their families.  All Support Group Leaders also received a DVD 
and fact sheet produced by Parkinson Australia and beyondblue on Depression & Parkinson’s Disease.  
 

Graham White provided information on Deep Brain Stimulation and spoke about his plans and energy to 
establish a support group for people who have had this operation. 
Kevin McKeever, Quality management Consultant and volunteer, informed support group leaders that 
Parkinson’s SA is developing a standard for PSA Support Groups which will be associated with an  
affiliation process for Support Groups.  The standard will incorporate information to assist in achieving 
the aims of the groups and to retain the independence of groups.  It will recognize the difference be-
tween the types of Parkinson’s Support Groups and describe the minimum cover required for  
insurance to protect the group and individuals. There will be a fair, transparent & simple assessment of 
support groups to ensure that they meet the standard.  Feedback will be provided to groups on the 
“good things” that they do & on any areas that may require improvement. 
Groups that meet the standard are eligible to become affiliated with Parkinson’s SA and will then be able 
to be confidently recommended to members, people with Parkinson’s & their families.  
Current affiliated Groups remain affiliated with PSA and we look forward to their support in trialling the 
assessment process. Support Group Leaders were thanked for their work, skill and support for people 
with Parkinson’s and their families.  

New Treatment Options for South Australians 
 

 Parkinson’s SA is pleased to report that South Australians with Parkin-
son’s disease now have the option of having Deep Brain Stimulation 
operations performed in their own state. 
Previously candidates for the operation have had to travel interstate to 
have this operation performed adding considerable stress and cost to 
the undertaking. 
Dr Dominic Thyagarajan of Flinders Medical Centre has advised us 
that three operations were performed there in the last few months.   
Operations are performed by Dr Matthew McDonald, neurosurgeon.     
Flinders have developed a team to support the patient right through 
the process including all the social and emotional aspects that a per-
son needs to consider prior to and after having this surgery. 
Dr Andrew Zacest, neurosurgeon from the Royal Adelaide Hospital 
announced this week that the RAH now has the go ahead to perform Deep Brain Stimulation as well. 
They are in the process of purchasing the necessary equipment and will be ready to start offering DBS 
shortly. Of interest to people with Parkinson’s and people with essential tremor is the alternative option 
of lesional surgery, called Thalamotomy. This is a less complicated operation which can bring relief to 
those with symptoms related to tremor. 
Flinders and the RAH will be making operations available to both private and public patients, although 
there may be a limit to the number that can be performed each year. 
In the first instance, those who are considering Deep Brain Stimulation should talk to their treating  
Neurologist or GP, but may contact the relevant specialists at both hospitals for more information. 
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Residents of Hamilton Retirement  
Village, Enid Gray (left) & Mary Ryder 
have been commended in the local press 
for their years of voluntary work. Enid has 
been a tireless worker for PSA, and now 
works in the role of Secretary of the 
Brighton Support Group. 

    THE ICECREAM BOY 
 

Peter Dawkins, who had a stellar career in music production, and was 
appointed the first CEO of Parkinson’s NSW in 1994 - a position he held 
for six years, has suffered from Parkinson’s disease now for some 20 
years and he has been through the mill.  He fought hard to keep working 
in the face of increasingly severe symptoms, but had to stop.  Peter was 
one of the first patients in Australia to undergo deep brain stimulation, 
but it had limited success for him and, after a couple of years, he had 
the surgery re-done, this time successfully. 
 

 Peter has written his autobiography, published by Parkinson’s NSW, 
titled The Icecream Boy. It’s a ripping yarn about being immersed in  
music, as well as coping with PD.  The book, a 110-pp paperback (with 
colour illustrations), is being offered by Parkinson’s NSW at $24.95,  
including GST, plus $6 for postage and packaging.  A compilation of 
some of Peter’s most famous music productions, on CD, is included in 
the price, making it very good value. 

Left 
Alexandra Hayes recently 
had her photograph in the 
Eastern Courier, as an  
Advocate for People with 
Parkinson’s, and giving 
contact details of how to  
get help from PSA. 

Above 
Christine Belford receiving 
her certificate from His Excel-
lency the Governor after  
successfully graduating from 
the Governor’s Leadership    
Foundation Program 2008. 

 FREE COFFEE TO  
SUPPORT PSA 

 
Fundraising and aware-
ness activities for 2009 
started with a great boost 
from Felici, a new café at 
261 Rundle St East.  
As an opening special, 
Felici offered free coffee 
for a whole week and  
invited patrons to make a 
donation to Parkinson’s 
SA. 
Pictured left is Anastasia 
with Houssam Abiad, a  
Director of Felici, who  
developed the concept 
which raised over $4000. 
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Poetry Corner Me and My PD 
By John Ball 

Although I live most healthily, 
I still have Parkinson's as you can see. 

When I'm "off" I shuffle and stall. 
Sometimes I go backwards till I fall, 

Without my meds I wouldn't get up at all. 
Dyskinesia, depression, a stiff neck and sore shoulder, 

These are today, I can’t wait to get older! 
While I eat my feet dance like crazy; 

Under the table I kick my wife; 
I say, "I’m sorry!" then I drop my knife. 

She thinks I'm lazy 'cause I won't fix dinner. 
I know it's crazy, but we'll both get thinner. 

The medications I take make my behaviour quite 
weird; 

So I went into hiding, here under my beard. 
Some of us gamble, some of us shop,  

We know its compulsive, but how can we stop? 
When I need a retreat, when I’ve duties to dodge, 

I head for my safe spot, my cave, the garage. 
I get compulsive about the projects I start, 
So once I commence on a piece of my art 

I work and work and will not stop 
Until the project is perfect -or a total flop. 

Yes, I'm a Parkie, so hear me out, 
I'm just like you, except when I'm not. 

I'd be normal if I could, 
But maybe that life wouldn't be this good. 
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VOLUNTEERS 
A sincere and special thanks to all the volunteers who are so 
essential in keeping Parkinson’s South Australia going. 
 
The Tulip Times is published six times a year and is free to all 
members of Parkinson’s South Australia. 
It is written by a range of contributors, based on various sources. 
We welcome all comments, suggestions and contributions from 
our readers. 
We encourage readers to reprint or reuse the information con-
tained in this newsletter when accompanied by an  
appropriate acknowledgment to the original source. 
DISCLAIMER 
Parkinson’s South Australia has endeavoured to ensure that the 
information in this newsletter is accurate. However, we accept no 
responsibility for any errors or omissions or inaccuracies in re-
spect to the information contained in the material provided by 
Parkinson’s South Australia. Nor is the provision of material by 
Parkinson’s South Australia to be construed as any representa-
tion that there is no other material or information available in 
relation to the information provided. Further, Parkinson’s South 
Australia accepts no responsibility for persons who rely upon this 
information for whatever purposes. 
ADVERTISING 
Space can be made available for your advertisement of goods or 
products provided the subject is acceptable to Parkinson’s South 
Australia 
ADVERTISING RATES (Prices include GST) 
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QUARTER PAGE $60.00     EIGHTH PAGE   $30.00 

Parkinson’s South Australia 
 
Patron 
His Excellency Rear Admiral Kevin Scarce AC CSC RANR 

 Governor of South Australia 
23a King William Road, Unley, South Australia 
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PO Box 466 Unley, South Australia 5061 
Telephone:  08 8357 8909 
Country Callers: 1800 644 189 
Facsimile:  08 8357 8876 
Email:   info@parkinsonssa.org.au 
Website:  www.parkinsonssa.org.au 
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PRESIDENT’S REPORT 
Hello everyone, 
I hope you all had a very merry Christmas and on behalf of all the committee members may I wish 
you a safe, happy and healthy new year. 
 

 Since our last newsletter the committee and staff have again been very busy. A mid term review 
of the strategic plan was undertaken at a special November meeting and it was pleasing to see 
that more than half of our goals for this three year plan have already been achieved. This of 
course is due to the hard work and commitment of our small staff and volunteers. 
 

 The committee did identify however, a number of outstanding issues that need to be acted on as 
a priority. These include: 
 

• The need to enhance the profile of Parkinson’s SA 
• More strategic information dissemination 
• Increased access to culturally appropriate materials 
• The need to obtain marketing expertise 
• The importance of increasing our access to funds 

 

 It was agreed that a first step towards an integrated approach to these issues was to develop a 
more interactive website as the portal for dissemination of facts sheets, networking information,  
details of health professionals, promotional materials, fund raising activities, links to other relevant 
sites and profiles of volunteers and staff. As usual we will be trying to achieve this work at minimal 
cost. 
 

 On the national front, Parkinson’s Australia voted at a recent Board meeting to establish a na-
tional research foundation. The States and Territories frequently receive small donations where 
the donor has specified that the monies be used for research. Rather that each State and Territory 
having a separate research fund it was considered that more could be achieved by consolidating 
all our research donations into one foundation. Of course donations for the work of Parkinson’s SA 
will  continue to be used in SA for the support of our members. 
 

 Advance notice for those who may be interested is that the World Parkinson’s Congress will be 
held in Glasgow in September 2010. Parkinson’s Australia has recently joined the WPC as an or-
ganisational partner and we hope to raise funds to enable a delegation to be sent from Australia. 
Whilst this will not be easy, it is important for Australia to be represented to ensure that we can 
bring back to you as much new information as we can. 
 

 Prior to Christmas, the CEO completed a number of submissions and we are hoping they will be 
successful. As I have mentioned previously, Parkinson’s SA receives no recurrent funding and our 
day to day work is funded from our dwindling reserves. I know how much you value the services 
and support provided by our staff and urge you to support our activities and also read our bequest 
brochure and consider whether this is something that you might do. 
 

 Until next time. 
 With best wishes 
 Irene Gibbons 

 

The Julia Farr Association has over 400 useful disability related links on our website 
including information on employment, recreation, daily living support, advocacy and 
short stay accommodation. We invite you to view this information and other helpful 
links by going to http://www.juliafarr.org.au/ and checking out 'Our Favourite Links' on 
the homepage. 
 

Julia Farr Association endeavours to provide relevant links within South Australia, interstate and 
internationally with the site being updated on a regular basis with new information.  
 

We look forward to you accessing our links and hope that you find our site a useful resource tool. 
The Team at Julia Farr Association  
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Report from the CEO 
 

 I am looking ahead positively to 2009, a year in which Parkinson’s disease and Parkinson’s SA 
will surely receive due recognition, both for the complexity of the condition that people live with 
and the services that our organisation provides and would like to provide in the future. 
 

Our plans for 2009 include continuing to provide the personal support that assists people living 
with Parkinson’s, such as counselling, printed information and library services. We will also con-
tinue to maintain and develop the Support Group network which is so vital for support, socialisa-
tion and information for its members. We hope to further promote and fulfil our role as trainer of 
choice for organisations providing in home or residential care to people with Parkinson’s. This is 
no mean feat given that this is all undertaken by our Client Services Coordinator who is em-
ployed 24 hours per week, administrative support of 24 hours per week and some regular dedi-
cated volunteers. 
 

My role will continue to be to represent the needs of PSA members and the wider Parkinson’s 
population through membership of relevant government and other advisory committees. In 2009 
this will include participation in committees working on Palliative Care, Neurological Rehabilita-
tion and the development of a Health Industry Charter for SA.  
 

At the end of 2008 I wrote a number of applications for funding from both Commonwealth and 
State Government departments which we hope will receive favourable consideration. If success-
ful, they will all enable better support and services. The difficulty in obtaining government funding 
so far will not deter us from continuing to lobby on behalf of people with Parkinson’s. However, it 
does mean that we have to be creative in developing and sustaining other forms of income. 
Events which are based on positive partnerships with corporate businesses such as Felici and 
Adelaide Airport and ventures such as Party for Parkinson’s will play an even more important role 
in both raising awareness and providing the finances for our operational costs.  
We look forward to working with you in 2009 to “support people with Parkinson’s to move more 
easily through life.” 
   Kind Regards  

   Christine Belford   
    Chief Executive Officer 

PSA Joins NDS 
 

Parkinson’s SA is now a member of National Disability Services (NDS), Australia’s peak body for 
disability services. NDS represents the broad spectrum of disability service providers at both  
national and state levels. It works to strengthen the service system that supports the social and 
economic participation of people with a disability. There are currently 600 member organisations 
which gives NDS a big voice in lobbying and advising the government on all significant disability 
matters. It has a national office in Canberra and an office in every state and territory. 
This membership has come about through the de-incorporation of the Physical and Neurological 
Council (PNC) of which PSA has been a member. The work and ideals of the PNC will continue 
through its activity as a sub committee of NDS. 
To fully represent people living with Parkinson’s, PSA seeks to maintain membership and lobby 
in both the health and disability areas. 

Eat Well Stay Well with Parkinson’s Disease. 
 

Eat Well Stay Well with PD is a nutrition handbook for people with Parkinson’s, written by  
Kathrynne Holden and edited by Linley Boulden, both Dietitians and Nutritionists. It covers topics 
such as dry mouth, chewing and swallowing, Levodopa and nausea, and other related topics. 
Some recipes are also included.  These handbooks are available from the Parkinson’s office at a 
price of $28.00 plus $3.50 postage and packing. 
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Idiopathic Parkinson’s disease (Pd) is a pro-
gressive neurological condition which is charac-
terised by motor (movement) and non-motor 
symptoms.   
 

 Adequate nutrition is vital to maintain health.  
This is particularly important while living with a 
chronic progressive condition such as Pd.  Un-
planned weight loss is a potential problem in Pd 
and may be associated with the following: 
•  Tremor 
• Bradykinesia 
• Fatigue 
• Dysphagia 
• Anosmia 
• Fine motor changes 
• Nausea 
• Medication interactions 
• Dyskinesia 
 

 Tremor 
 Tremor, which does not occur in all cases of Pd, 
results in an increased use of kilojoules (energy) 
which may exceed the daily kilojoules con-
sumed.  Therefore it will be necessary to in-
crease intake.  If upper limb action tremor is pre-
sent, it may impact on the physical act of eating.  
 

 Bradykinesia 
 Bradykinesia (slowness) impacts greatly on eat-
ing.  For this reason people with Parkinson’s 
(PWP) frequently reduce the portion size of their 
meals leading to weight loss.   
 

 Fatigue  
 Fatigue is a major problem in Pd and will impact 
on meal preparation and eating.  It is com-
pounded by bradykinesia.  
 

 Dysphagia 
 Bradykinesia of swallowing related muscles can 
lead to delayed swallow and associated risk of 
aspiration (Information Sheet 2.2).     
 

 Anosmia 
 Approximately 90% of PWP will experience loss 
of sense of smell before motor symptoms of Pd 
are noticed.  A decreased sense of smell im-
pacts on taste sensation and will affect appetite 
and enjoyment of food.  This may lead to weight 
loss.     
 

 Fine Motor Changes 
 Repetitive automatic skills such as chopping, 
cutting and whisking are frequently affected in 
Pd.  This can impact on meal preparation.  Also, 

the basic skill of hand to mouth action may be 
affected.  These changes can lead to reduced 
dietary intake. 
 

 Nausea 
 When levodopa is introduced it may cause nau-
sea, thus leading to weight loss.   Initially, 
levodopa should be taken with meals.  It is im-
portant to avoid anti-nausea medications, such 
as Maxolon, as this medication blocks the up-
take of levodopa.   
 

 Medication Interactions 
 Dietary protein is broken down in the intestine 
into amino acids.  These amino acids must cross 
the intestinal wall and subsequently the blood 
brain barrier to access the brain.  Levodopa 
uses the same carrier system.  Therefore, the 
presence of amino acids from protein may inter-
fere with the absorption of levodopa.  This does 
not affect all PWP.   
 

 Dyskinesia 
 Dyskinesia is the term given to involuntary 
movements which may result from extended use 
of levodopa.  These movements can range from 
slight to severe.  They will increase metabolism 
and may result in weight loss. 
 

Strategies to Ensure Adequate Nutrition 
 Tremor – the Pd tremor is usually present at 
rest, therefore, it may not be a problem when 
eating.  An increased dietary intake will address 
the added energy requirement caused by ongo-
ing tremor.  Most PWP have a sweet tooth mak-
ing added kilojoules enjoyable. Supplements 
such as Ensure® may be of benefit. 
 

 Bradykinesia and fatigue – increased dietary 
intake taken in smaller, more frequent meals or 
‘grazing’ pattern. 
 

 Dysphagia – review by a speech pathologist to 
assess swallowing and the need for modified 
diet and liquids. 
 

 Anosmia – loss of sense of smell may be over-
looked.  Add extra spices or flavourings if taste 
is affected. 
 

 Fine motor changes – adapted cutlery and 
plates may be of benefit.  Review by an occupa-
tional therapist is recommended. 
 

 Medication interactions – PWP who experienc-
ing ‘on/off’ fluctuations may benefit from adjust-
ing protein intake times. 

Nutrition and Parkinson’s Disease 



 

Tulip Times, Jan-Feb 2009 - Page 7 

 Nausea – on commencement of levodopa it is 
recommended to take with food.   Ginger prod-
ucts may assist in the management of nausea.  
NOTE: Maxolon should not be taken for the 
treatment of nausea in PWP.   
 

 Dyskinesia – an increased dietary intake will 
meet the increased kilojoule  
 

 Nausea – on commencement of levodopa it is 
recommended to take with food.   Ginger prod-
ucts may assist in the management of nausea.  
NOTE: Maxolon should not be taken for the 
treatment of nausea in PWP.   
 

 Dyskinesia – an increased dietary intake will 
meet the increased kilojoule demands. Supple-

ments such as Ensure® may be of benefit.  
Medical management of dyskinesia may result 
in a reduction of levodopa. 
 

 In some cases it is difficult to ensure adequate 
nutrition through oral intake.  This can be due to 
bradykinesia and/or swallowing difficulties.  In 
these cases Percutaneous Endoscopic  
Gastrostomy (PEG) may be discussed.  This 
involves insertion of a tube directly through the 
wall of the abdomen to the stomach to enable 
feeding by the use of specialised liquids. 
 

 A valuable resource on nutrition and Pd is Eat 
Well, Stay Well with Parkinson's Disease 
(2005).  This is available for purchase through 
Parkinson’s SA. 

Are you one of the 27% of Australians who uses the Internet to look for health information?  
There are many stories about the ‘good and bad’ of using health information found on the web. 
For some it has been helpful, leading to things like smoking less. However for others, it has 
been harmful … a man died when he self-medicated for cancer. How can you wisely use the 
web for health information? 
 

A fact sheet called “Health Information on the Internet” gives a brief summary of important infor-
mation, such as how to recognise a good medical website. It is available from the Better Health 
Channel website at http://www.betterhealth.vic.gov.au (Select Fact Sheets A-Z from the side 
menu, and follow the link provided under the letter ‘H’). The Consumers Health Forum of Aus-
tralia have also produced some useful fact sheets http://www.chf.org.au/public_resources/ 
The following websites and tips might also be useful: 
 

In Australia, two key reputable sites for finding health information include Health Insite  
http://www.healthinsite.gov.au/ and Better Health Channel http://www.betterhealth.vic.gov.au 
One of the key American portals for consumer health information is Medline Plus 
http://www.nlm.nih.gov/medlineplus/. The American Medical Library Association has also pro-
duced a list of the top 100 healthcare websites to help individuals find quality health 
information.  
 

These can be found at: http://caphis.mlanet.org/consumer/index.html.  
If you are using Google or other search engines to find information, another useful 
tip is to check whether a website has been certified by the Health on the Net (HON) 
Foundation. If the website developers have voluntarily certified that they follow an 
ethical code of conduct, they will be allowed to show the HONCODE logo.   

 

According to the Better Health Channel, remember these key points when using the web for 
health information: 
1.Be wary because medical misinformation or 'cyberquackery' is rife on the Internet. 
2.Make sure the website is owned by a reputable organisation before you decide to trust its 
content. 
Don't use online health information to self-diagnose - always see your doctor or healthcare pro-
fessional. 
(The above information is based, in part, on information provided at www.caresearch.com.au). 

 

Compiled by Dr. Ruth Sladek, a member of the Committee of Management. 

Consumer Health Information on the Web 
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 Sometimes, something simple happens that 
can have a huge impact on our lives. 
One such event took place in 1969 when I was 
a young entrepreneur in a new printing busi-
ness.  
My name is John Pepper, and my business 
partner’s name is Eric Sulter. We had a good 
business relationship with clearly defined  
responsibilities. But good relations don’t protect 
us from well-deserved rebukes! 
 
 One morning, Eric stormed into my office in 
quite a rage. He threw a works ticket (job speci-
fication), onto my desk and said “If you ever 
write out another works ticket, I will personally 
do you a serious mischief.” What had happened 
was that a customer had returned a very ex-
pensive job which had been printed completely 
incorrectly. He, the customer, was absolutely 
livid, and had torn quite a strip off Eric. We, as 
a young business could not afford to lose such 
a large sum of money as a result of shoddy 
work on anyone’s part, especially not the  
manager’s. 
 
 The problem was that the writing on the works 
ticket was so illegible that the staff produced 
what they thought I had described. I was not 
available when the job was produced and it was 
needed in a hurry. So they had followed what 
they thought were my instructions, and it all 
came back to hit us in the face. That was  
before the days of mobile phones. 
 
 I took partner’s rebuke very seriously, because 
even I could not make out the correct size of 
the job. I was ashamed of what I had done, 
having not noticed how bad my writing had be-
come. I then set about writing in capital letters, 
which everybody could read, and have done so 
ever since. 
 
 Many years later, I realised that writing in  
capital letters required me to use my conscious 
brain, whereas writing normally was done with-
out thinking about how, rather than what, ‘I was 
writing. This was the start of a whole new ap-
proach to my other Parkinson’s movement 
symptoms, which were all related to move-
ments controlled buy the sub-conscious brain. 
These movements were all learned as a child: 
like walking, eating, throwing a ball etc. When I 
tried to apply the principle of using my  

conscious brain to bring food up to my mouth, I 
soon found that I was able to do so without 
spilling everything. Likewise, when I was walk-
ing, I managed to think about every movement 
(heel and toe etc.) and gradually discovered 
that I could also walk properly, without the bad 
gait. 
 
 The problem is: how to keep concentrating on 
one thing at a time when life demands that we 
do several things at the same time. The solu-
tion is more difficult than it sounds. I had to 
learn to concentrate on one thing at a time re-
gardless of what other people expected of me. 
There is no alternative. On the lighter side, be-
ing a man I should have been used to not being 
able to multitask! 
However, the subject is ‘writing’. I have found 
that I now have another problem. If I try to write 
too quickly, which is difficult for me being such 
an impatient person, I tend to leave out letters 
or print the letters out of order – because I am 
thinking about how I am writing now not what I 
am writing – the exact opposite of the original 
problem. This is easily overcome by writing 
more slowly. I have the same problem on the 
keyboard of my laptop. My left hand types 
faster than my right hand, superimposing the 
left-hand letters in front of the right-hand letters, 
as in ‘adn’ instead of ‘and’. I only use two fin-
gers, just in case you think I type with all ten. 
 
 I don’t get the ‘freezing’ effect when writing in 
capitals but I do still have the tendency to write 
smaller and smaller which the concentration 
corrects as it happens. To this day, I only ever 
write in capital letters except in greetings cards 
for which I use a rather ornate script. This script 
is also done in conscious mode as it does not 
come naturally. 
 
 One of the major side effects of Parkinson’s 
disease is loss of self-confidence fuelled by all 
these problems which manifest themselves. 
One by one we lose the ability properly to do 
tasks which we were once able to perform very 
well. We slowly lose out self-worth. 
 
 On the positive side every symptom we learn 
to overcome, one way or another, gives us 
back out self-confidence, slowly but surely. 
That is why we must never give up on our 
‘challenges’.  

Handwriting  
by John Pepper   

(Taken from Spring Times April 2008, Newsletter of Parkinson’s Disease Society of UK)  
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Independent Living Centre Outreach Service 
 

FEBRUARY      Kangaroo Island (racecourse)  Thursday 26th 
MARCH     Tailem Bend     Wednesday 18th 
For further information, Ph (08) 8266 5260, Country callers 1300 885 886   

Web site - http://www.ilcaustralia.org/home/sa.asp 

Duodopa and the Pharmaceutical Benefits Scheme. 
 

 There will be an opportunity for public (health professionals and consumers) to make comment about 
the importance of a PBS listing for Duodopa when the Pharmaceutical Benefits Advisory Committee 
(PBAC) Agenda is made public on January 28, 2009.  
Duodopa® is a treatment system for people that who have suffered from Parkinson's disease for some 
years and are now in an advanced stage of the disease. 
Dosing of Duodopa® is adjusted to the needs of each individual patient and is delivered continuously 
throughout the day.  This method of "Continuous Dopaminergic Stimulation"  may give better control of 
the symptoms compared with traditional oral medication (from the Solvay Duodopa website). 
If the PBAC approves the medication for the Pharmaceutical Benefits Scheme (PBS), it will become  
affordable for people with Parkinson’s. It is by no means certain that the PBAC will approve Duodopa 
because of costs. One way of improving the chances of this treatment being approved, is for individuals 
and organisations to make submissions.  
Your comments are welcome whether you are a patient, carer, member of the public, health profes-
sional or member of a consumer interest group.  
The sponsor of the submission has already provided the PBAC with detailed clinical and economic data 
in support of the submission. You are welcome to provide comments from a personal or group per-
spective for consideration by the PBAC. 
All comments received will be considered. Issues from individuals will be made available in summary to 
the sponsor of the application and the PBAC. The names of individuals will be removed. All comments 
from groups or organisations will be provided in a complete form to both the PBAC and the sponsoring 
organisation.  
A list of the applications for consideration at each Pharmaceutical Benefits Advisory Committee (PBAC) 
meeting is published six (6) weeks prior to each meeting. Your completed form must be received no 
later than 11 February 2009 to be considered at the March meeting. 
To complete the consumer input form, go to  
 

 http://www.health.gov.au/internet/main/publishing.nsf/Content/PBAC-Meeting-Agenda-and-Consumer-
Comments-lp 
When you have completed the form and pressed the SUBMIT button, your form will be sent electronically to the 
PBAC Secretariat and you will receive email confirmation of receipt which will include a copy of your comments. 
This form is also available in hardcopy on request from the PBAC Secretariat on (02) 6289 7299.  

Parkinson’s SA has joined the trend & will host a Book Club in 2009 
 

• Interested in books & reading? 
• Like to learn more about Parkinson’s disease? 
• Enjoy discussing issues with others?  Or  
• Just like to have your morning tea with interesting people. 

 

Whatever your motivation you are invited in 2009 to join our monthly book club. 
The book club will be held in our new library facilities at 23a King William Rd., Unley. 
Over tea, coffee & biscuits you will have the opportunity to discuss books that have been reviewed in 
the Tulip Times. 
People who register for a session will have a relevant chapter from the book & internet links to reviews 
of the book sent to them.  
The first meeting of the book club will be on 26 February, where we will discuss personal stories from 
Surviving Adversity.  The review of this book was in the last copy of the Tulip Times. 
On 26 March a chapter on driving in Making the connection between brain and behaviour will be  
discussed.   
All welcome, but there are limited places, so bookings essential on 8357 8909 
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The Radio station that reads for you.  
 

If you are among the one in five South Australians who have difficulty reading, there is a radio 
station on air around the clock which can assist. 
5RPH at 1197 on the AM band, is a not-for-profit independent radio station that delivers a read-
ing and information service for the print handicapped. 
Print handicapped can mean a range of things, from people with a severe loss of vision, people 
who understand spoken English but cannot read it easily, to people with learning difficulties or 
those with disabilities such as arthritis.   
5RPH offers a wide range of programs, including live coverage of SANFL football matches and 
the BBC world service. The station’s mainstay is its day-to-day readings from newspapers such 
as The Advertiser (including details such as death notices) and The Age. 
 

Station Manager, Hans Reimer, says the most popular programs among the 75,000 listeners 
are the extensive religious broadcasts on Sundays. 
 

5RPH has city studios but is soon moving to Mile End. 
The studio broadcasts from Port Lincoln around the coast to Kangaroo Island, taking in 90% of 
the state’s population. 

Brighton Support Group Programme 
 
All meetings are held on the 2nd Tuesday of the month at 1:30pm in the middle room of the hall at 
the rear of Brighton Uniting Church, Brighton Road, (next to Coles), unless otherwise indicated. 
 

There is no charge but a coin donation is welcome to cover costs 
 

Tuesday Feb 10th 1:30PM AGM - Speaker Christine Belford (CEO Parkinson's SA)  
       Election of officers for 2009 
Tuesday March 10th:  1:30pm Speakers Vikki Pitcher & Ashleigh Scollin,  
       Occupational Therapists 
Tuesday April 14th  1:30pm SAPOL Home Assist—Home and personal safety 
 
For further information contact  
Enid ph 8295 7722 or Val  ph 8277 4125. or Jan 8358 3808 

Free DVD on Depression and Parkinson's Disease 
 

A DVD and fact sheet, has been produced by Parkinson's Australia and Beyond Blue for informa-
tion and education about the diagnosis and treatment of Depression as it relates to people with 
Parkinson’s. It is a very easy to watch and informative short DVD and is available at no cost from 
Parkinson’s SA office. 

Your Library  
 

The Library has some newsletters from other Parkinson's organisation around the world. If you 
would like to read any of these publications the office is open Mon– Thurs 9:30 – 4.00pm. The  
library area has a chair for you to sit in while you peruse these publications. Some on offer in-
clude:- Parkinson’s Disease Society UK. European Parkinson’s Nurses journal, New Zealand, 
and those from other states in Australia, ACT, WA Vic & QLD. 

   PSA is on the move (slightly) 
We will soon be moving to the front section the building we now occupy (probably 
early February) so we wish to give our members an advanced warning that some 
services may be slightly disrupted during the relocation. We will still have the same 
address & phone number 23a King William Road, Unley. Ph:8357 8909, and  
normal services will be restored as soon as possible.  
Your forbearance will be greatly appreciated. 
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We do appreciate your help with fund raising. 

 

People responded very generously to the Christmas Appeal letter that we sent out in 
November last year, with donations totalling over $7000. We are grateful for this as we 
are still very dependent on donations to fund our services for people with Parkinson’s and 
their families. 
In this edition of the Tulip Times, you will find a copy of our new Bequest Brochure Your 
Legacy Gift. Currently Parkinson’s SA operates with the support of one large and several 
small bequests. We encourage people to take care of those to whom they are close and 
then to think of Parkinson’s in their Will, if they are able to.  
If, like many people you cannot believe that Parkinson’s SA does not get any funding 
from the government to provide services, please write to the press or to your local 
Member of Parliament and express your disappointment. 

Blind faith  
 

A man was flying from Seattle to San Francisco . Unexpectedly, the plane was diverted to Sac-
ramento along the way.  
The flight attendant explained that there would be a delay, and if the passengers wanted to get 
off the aircraft the plane would re-board in 50 minutes. 
 

Everybody got off the plane except one lady who was blind.  
The man had noticed her as he walked by and could tell the lady was blind because her See-
ing Eye dog lay quietly underneath the seats in front of her throughout the  
entire flight. 
He could also tell she had flown this very flight before, because the pilot approached her, and 
calling her by name, said, " Kathy , we are in Sacramento for almost an hour. Would you like to 
get off and stretch your legs?"  
The blind lady replied, "No thanks, but maybe my dog would like to stretch his legs." 
 

Picture this: 
 

All the people in the gate area came to a complete standstill when they looked up and saw the 
pilot walk off the plane with a Seeing Eye dog! 
The pilot was even wearing sunglasses. People scattered. They not only tried to change 
planes, but they were trying to change airlines! 
 

True story.... Have a great day and remember… 
THINGS AREN'T ALWAYS AS THEY APPEAR 

PSA joins with Channel 9 Telethon 
 

 In 2009, PSA will be supported in its fundraising efforts through participation in some of 
Telethon’s well known events. 
In March, we will be promoting the Take 9 Movie Card – a great value movie offer which 
makes an excellent gift, and in July we will be asking for help in selling tickets for the 
Home and Land Lottery. 
 

As well as a great fundraising opportunity, Channel 9 Telethon will give us great  
exposure through their advertising and promotion activities. 
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ADELAIDE HILLS…AFFILIATED. 
Meet every 4th Wednesday of the 
month.2:00-4:00pm Adelaide Hills 
Community Health Centre, Wel-
lington Road, Mt Barker. (next 
door to hospital)  
Contact- Physio- Chris Banks 
83931833  
 
 
BAROSSA  
Meets bi-monthly on 1st Friday at 
1:30pm Schild House, 26 Second 
Ave, Nuriootpa  
Contact - Margaret Russell 8566 
2896 
 
 
BRIGHTON …AFFILIATED 
All meetings held on 2nd Tuesday 
of each month 1:30-3:30pm 
Brighton Uniting Church Hall, 
Brighton Road (next to Coles), 
followed by afternoon tea.  
Contact - Enid Gray 8295 7722 
 
 
CLARE (Lower Nth) AFFILIATED 
The group is combined with the 
Parkinson’s Carers group on the 
first Thursday of each month at 10 
am. At RSL Community Centre, 
Burton Street, Clare.   
Contact - Hilary Adlam 8841 3500 
and Vicki McLaren 8842 1118 
(Country North Comm. Service) 
 
 
ELIZABETH AFFILIATED 
This group meets concurrently 
with the exercise group, on the 
2nd & 4th Wednesday of the 
month 10am—12noon they run in 
6 week blocks. They are held at 
Resthaven Therapy Services, 16 
Gillingham Road, Elizabeth  
Contact -   Brenda Smethurst 
8284 0388  

ENFIELD …AFFILIATED 
The group meets 3rd Wednesday 
each month 10-11:30 am. Enfield 
Community Centre 540 Regency 
Road.  
Contact - John Sutherland 
82419021 
 
 
MOUNT GAMBIER AFFILIATED 
This group meets the last 
Wednesday of each month, 12-
2pm at the RSL Sturt Street. The 
meetings include guest speakers, 
information sessions and the 
sharing of helpful hints and ideas. 
Contact - Geraldine Bonney  
8725 7377 
 
 
MURRAY BRIDGE ..AFFILIATED 
Meets 3rd Monday of the month, 
10-12 noon Murray Mallee Com-
munity Health Service, Swanport 
Road, Murray Bridge  
Contact: Ruth Jenkins 85321537 
 
 
NORTH EASTERN.. AFFILIATED 
This group meets 3rd Friday of 
each month, 2-4pm. At the Tea 
Tree Gully Library, 571 Montague 
Rd, Modbury Contact -  
Hannie Aalbersberg 82898110 or 
Rosemarie Jeffs 82857756 
 
 
ONKAPARINGA …...   
Meets the last Friday of each 
month 1-3pm at the Christie 
Downs Community Centre, Cor-
ner of Morton & Flaxmill Roads, 
Christie Downs.  Contact - Alison 
Tate 83862461 
 
 
 
 

PORT AUGUSTA …… 
For those who need information 
about Parkinson’s, this is not a 
group meeting.  
Contact Malcolm Simes Ph: 8642 
5586  Website: msnewsletter.com 
 
 
RIVERLAND …… 
Meets 3-monthly at The Berri Re-
sort Hotel, Riverview Drive, Berri 
for the date  
Contact - Ros Frazer 85951560 
(m) 0412 361 373 
 
 
SALISBURY AFFILIATED 
This group meets at the Jack 
Young Centre, Salisbury each 
Friday morning 10 - 12noon   
Contact - Ian & Joan Amey 
82626942 
 
 
TUMBY BAY AFFILIATED 
The group meet the last Wednes-
day of every month 2:30—4:30pm 
at 3 Bawden St, Tumby Bay  
Contact - Oakley Dyer 86881881 
 
 
WHYALLA …… 
If you live in Whyalla and would 
like to join a group contact Alex-
andra, at Parkinson’s SA on 8357 
8909. 
 
YOPSSA AFFILIATED 
 see Yoppsa Yapper for details, 
(Page 14) 

 

PARKINSON’S SA 
SUPPORT GROUPS  
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MEMORIAL DONATIONS 
 

Parkinson’s SA Inc wishes to acknowledge the donations which have been given by families and friends 
in memory of their loved ones. The thoughtfulness of the families of the following in arranging for dona-
tions to be given to Parkinson’s SA Inc is greatly appreciated 

 
Angelo Belmonte    Kostandinya Boyaci 
Joyce Glen Campbell   Brian G Cole 
Gweneth Holman    Gordon Phillip Ingram 
Max Langley     Robert Leak 
Mary Parfitt     Robert Snape 
Ron Sullivan 
 

This financial assistance will help in providing services to people with Parkinson’s, and their carers.  
It will be used in our campaign to further educate health professionals and other community members 
and will assist in improving the quality of life for people with Parkinson’s.  
All donors receive letters and receipts acknowledging their donation and thanking them. 
 

We also wish to thank those who make general donations, some on a  regular basis. Although we can-
not list all your names, your support is gratefully received. 

PARKINSON’S EXERCISE GROUPS  
& CARERS GROUP 

ADELAIDE HILLS …...  
On the 1st and 3rd Thursday of 
the month 10-12 noon  At the 
Adelaide Hills Community 
Health Services, Wellington 
Road Mt Barker. Contact - Chris 
Bank 83931833 
 

HOVE…… 
Thursday, morning and after-
noon sessions at Alwyndor Re-
habilitation and Support Ser-
vices, 52 Dunrobbin Road, Hove 
Contact - Karen Field, Manager 
Community Services 82965888 
 

NORTHFIELD …… 
There are numerous sessions 
held at Hampstead Rehabilita-
tion Centre, 207—255 Hamp-
stead Road, Northfield, There 
are both Parkinson’s specific  
and non-specific groups  
Contact - Bob Barnard 
82221891 or email 
robert.barnard@ health.sa.gov.au 
 

NOARLUNGA …… 
Held 10am-12noon every Tues-
day at Christie Downs Commu-

nity Centre, corner of Morton & 
Flaxmilll Rds, Christie Downs 
Contact - Megan Heppner 8392 
6920.  
 

PAYNEHAM    
“Living Well with Parkinson’s 
Disease” is an ongoing program 
which includes exercises & edu-
cational topics relating to Parkin-
son’s. Held at The Life Care 
Therapy Services, Wellington 
Centre, 2 Portrush Rd. Payne-
ham, Tuesdays 10—10:45 am.  
Contact - Gemma Mayfield 8336 
2488 
 

Phillip Kennedy Rehabilitation 
Services …… 
A 12 week ‘Staying Healthy with 
Parkinson’s’ program is offered. 
Meeting Wednesdays 1:15 - 
2:45pm held at Phillip Kennedy 
Centre, Everard Street, Largs 
Bay. Cost $5 per session includ-
ing afternoon tea, for session 
times  
Contact - Linda Anderson 
(Physio) or Zana Suica (OT) 

8242 2985 
 

RESTHAVEN MARION 
On Wednesdays and Thursday  
10-12 noon, held at 43 Finnis 
Street, Marion  
Contact - Ashley Scollin 8296 
4042 
 

RESTHAVEN NORTHERN 
Held at Northern Therapy Ser-
vices, 16 Gillingham Road, 
Elizabeth, for times of sessions, 
Contact Rosalind Wren 8252 
6811 
 

RESTHAVEN PARADISE 
On Thursdays at 11am at 61 
Silkes Road, Paradise  
Contact - Marta Krzystoszek 
8337 4371 
 

WESTERN 
Each Monday and Wednesday 
10-11:30 am at the Western 
Community Therapy Services, 
168a Cudmore Terrace, Henley 
Beach  
Contact Yamini Deenadayalan   
8356 3169 
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February 3rd Meeting 
 
Our speaker for February will be Dr Andrew Zacest, eminent  
Neurosurgeon and member of the Royal Australian College 
of Surgeons.  Dr Zacest will give a presentation about the 
establishment of a facility for performing Deep Brain 
Stimulation at the Royal Adelaide Hospital in South Austra-
lia and about benefits/pitfalls of having DBS.  For those of 
you who didn’t hear Dr Zacest talk at the AGM, he talks in 
simple terms so we can easily understand what he is talking 
about. 
 
A very exciting development for those of you who may be 
looking at taking this direction in the future.  One not to be 
missed! 

Young Onset Parkinson’s Support South Australia 

The YOPSSA Committee for 2009 are- 
Kathy Caperna 8395 0429 Tony Harris 8297 7952  Ruth Jenkins 8532 1537 
Reg Pearce 8264 7662 Kate Ward 0402 128088  office@wardscm.com  
Please feel free to call any of the committee members if you have any questions regarding YOPSSA or the dinners. 
Disclaimer  It is the policy of this newsletter that we do not endorse the use of any drugs or supplements. 

TUESDAY DINNER MEETING 
 

As we are having a speaker that we believe will generate 
more than normal interest for our February meeting, we have 
decided to have the meeting at Burnside City Council,  
401 Greenhill Road, Tusmore (enter via Fisher Street, 
go to Rooms marked 3 and 4). The meeting will commence 
at 7:30 pm & conclude about 9:30 pm.  
 
It will not be a dinner meeting, but a light supper will be  
provided. 

September 1 
2009 

 

October 6 2009 
 

November 3 
2009 

July 7 2009 

February 3 2009 
Dr Andrew 

Zacest 

June 2 2009 

March 3 2009 
Cancelled 

April 7 2009 

May 5 2009 

August 4 2009 

 

Our sympathies go out to Anne Pearce and her 
sons, on the recent passing of her husband Reg. 

Reg made a valuable contribution to YOPSSA 
and will be sadly missed. 
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Library News 
Book Reviews by Anita Wymer, Library Volunteer 
 

Making the Connection between Brain and Behaviour 
by Dr Joseph H Friedman MD (2007) 
 

 This book is to assist lay people to understand the complex issues of 
the psychological aspects of Parkinson’s disease.  Dr Friedman, the  
author is a specialist in Parkinson’s and speaks with authority about 
the  many associated problems such as depression, apathy, fatigue, 
anxiety, sleep problems and dementia (Lewy Body). He also explains 
the efficacy of specific drugs and any side effects.  Some of these side effects are  
hallucinations and compulsive behaviour. Not only does the author explain these  
symptoms but he also provides helpful advice and hope.  Continuing to drive a vehicle 
can be a big issue for the person with Parkinson’s and there is a special chapter devoted 
to this.   The chapters of the book are self contained and may be read specifically for the 
particular issues they detail. This book is also helpful for the carer to understand the be-
haviour of the person that they are caring for. 
 

HOPE four keys to a better quality life for Parkinson’s People:a guide for 

the newly diagnosed by a fellow Parkinson’s Person  by Hal Newsom (2002)  
 

 I recommend this book especially for the newly diagnosed person with Parkinson’s be-
cause it uplifts and offers hope. However it may appeal to anyone who needs to remind 
themselves that there is support and help available and that they are not alone.  
There are 4 basic components to HOPE 
H stands for  Help which can found be anywhere you look; from your spouse, children, 
friends, neighbour or a Parkinson’s Support group;  
O stands for Optimism and is about acceptance, having reasons to be positive, remem-
bering the good days, setting reference points and small goals, refusing to lose;  
P stands for Physician – finding the right one for your needs, medication, team  work;  
E stands for exercise; so important for the person with Parkinson’s. 
Published by the Northwest Parkinson’s Foundation, this book is easy to read, honest 
and direct, giving a good understanding of the daily challenges of Parkinson’s Disease. 
 

The Brain Wash: a powerful, all natural program to protect your brain 
against Alzheimer’s, Chronic Fatigue Syndrome, Depression, Parkin-
son’s and other diseases  
by Michelle Schoffro Cook (2007) 
 

 This book is very upfront about giving the reader information about the environmental 
pollutants, toxins and pathogens that can cross the “blood-brain” barrier and wreak havoc 
on the brain.  The marked increase in Parkinson’s Disease and other neurological dis-
eases attests to this, according to the author. 
This book offers hope and assistance through its powerful holistic health plan based on 
the most cutting-edge brain nutrition and healing research. It aims to show the reader 
how they can be helped by nutrition especially fruit and vegetables high in anti-oxidants to 
help protect the delicate brain. Furthermore it suggests a lifestyle where exercise and 
spirituality also play an important part in a person’s life. 

Tai-Chi and Parkinson’s 
During 2009 more Tai Chi classes are being conducted by Tony Fonseka for people with  
Parkinson’s.  For details & locations ring 0414 516 165 
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Phillip Gilchrist Robert & Yvonne Lloyd 

Kevin McKeever & Christine Belford  One very serious elf, 
Georgie  

Anastasia Papas with George RoseMary McNab & Irene Gibbons 
Josie Bradley and Joan Hopkins 

June & Ian Mangelsdorf 

Margaret Barclay-Blades  
& Kate Ward 


